Background-Professionals treating adolescents with cancer must communicate well with them and their parents. Evidence suggests that the communication needs of this population are rarely met. Skills training can improve professional communication, but has been criticized for not being based on the experience of the participants in the clinical encounter. We took a multiperspective approach, drawing on perspectives of former adolescents with cancer, patients' parents, physicians, and nurses with the aim to provide suggestions for improvement in communication in adolescent cancer care.
Introduction
Adolescents with cancer are no longer children, but not yet adults. They have specific needs when they communicate with professionals. [1] [2] [3] Many adolescents find communication with adults, especially parents, difficult. Ordinary communication problems are exacerbated for adolescents with cancer, who must confront a life-threatening disease, adhere to strict treatment regimens, and deal with the consequences of therapy including changes to their physical appearance. Health care professionals who do not communicate well with adolescents during the transition from pediatric to adult medicine may aggravate the situation, especially when the patient is not clear on clinical competencies and processes. [4, 5] Adolescents want to understand their medical condition, be involved in the decision making, be treated respectfully, maintain hope, and feel supported in a trustful relationship. [6] [7] [8] Professionals often do not communicate well with adolescents. [9] [10] [11] [12] [13] [14] Adolescents' specific needs such as infertility risks and semen cryopreservation [9, 10] are seldom addressed. Professionals have been reported to underestimate the breath of the adolescents' communication needs [11] and adolescents and their parents have claimed that professionals should disclose information more openly and involve them in shared decision making. [12, 13] Poor communication can lead to treatment refusal, noncompliance, and abandonment. [14] [15] [16] Those professionals who focus on adolescents are rarely trained to communicate with them. [17] TheAmerican consensus statement on continuing education promotes communication skills [18] and specifically addresses training for professionals in pediatric and adult oncology, but not for adolescents. When communication guidelines exist, they are often based on experts' values and not on an assessment of the experience of all individuals in the clinical encounter. [19, 20] Training can improve professional communication skills in oncology, [21] but it must be based on training guidelines that take adolescent and parental needs into account, as well as those of health care workers. Studies ies conducted thus far have tended to focus on either adolescents or parents, [13, 22] or on health care professionals. [23, 24] We were asked to develop the content for communication skill training in adolescent oncology in Switzerland. Taking previous criticisms into account, we took a multiperspective approach, including all the parties involved in the clinical experience of adolescent cancer patients to assess communication needs. We did not restrict communication assessment to a specific topic of a clinical encounter and rather than focusing on deficit-oriented findings, we aimed to include positive encounters too. We thus wanted to find out what communication situations former adolescents with cancer, patients' parents, physicians, and nurses had encountered, to compare their perspectives on both effective and ineffective communication practices, and suggest ways to improve communication.
Methods

Study Design
Our inquiry was exploratory, and the amount of existing data was minimal, so we adopted a qualitative study design. We conducted focus groups (FGs) to explore different perspectives on communicating with adolescents who have cancer. We capitalized on group interaction [25] to explore participants' experiences and needs. Participants were encouraged to introduce and discuss relevant points, to listen to different perspectives, and to exchange and elaborate ideas. We anticipated group interaction would show us the extent of consensus and diversity among participants and groups, and allow participants to compare experiences and views. [26] The Ethics Commission of Basel approved all study procedures, and participants gave written consent prior to participation.
Participant Recruitment
To maximize cultural diversity within German-speaking Europe, doctors and nurses were recruited by A. K. and H. W. by contacting pediatric oncology clinics in Switzerland, Germany, and Austria. Senior medical and nursing staff then invited other staff members to participate. We purposively sampled to achieve the greatest variety of age, experience, and gender by requesting this when contacting senior staff. Health professionals could participate if they had at least 6 months experience in pediatric oncology. FGs included doctors only, nurses only, and health care teams of both doctors and nurses. We used separate and mixed groups to create safe spaces for sharing experiences and criticisms. We continued to recruit new participants until our analysis showed that we had achieved data saturation.
We also held FGs with former adolescent cancer patients and parents of adolescent cancer survivors. SE contacted and invited them to participate through patient/parent organizations. Patients had to be over 18 years, diagnosed with cancer between the ages of 13 and 19 years, and disease free for at least a year to be included in survivor FGs. Parents could participate in parent FGs if their children had been diagnosed with cancer between 13 and 19 years of age.
We offered parents and former patients 50 Swiss francs to cover time and travel costs. At their request, the money was donated entirely to parent/patient organizations.
to meet the needs of former child or teenage cancer patients. None of the FG participants were former patients or patients ' parents of the group facilitator.
FGs lasted approximately 1.5 hr. Each session began with an explanation of the intent and the goals of the research, after which participants granted informed consent. Participants filled out a brief sociodemographic questionnaire before discussion began. Moderators used a brief set of guidelines to guide discussion asking: (1) "Do you remember situations that were difficult in terms of communication?", (2) "Were there times in which communication went well?", (3) "What should doctors do to communicate well?", and (4) "What should nurses do to communicate well?" (with minor differences in phrasing between groups, see Online Appendix brief S1). [31] 
Data Analysis
We conducted an inductive thematic analysis [32] to identify the set of themes that best captured the diverse perspectives and experiences of participants using Braun and Clarke's six-phase approach (familiarization with the data, generating initial codes, searching for themes, reviewing themes, defining and naming themes, and producing the report). [32] We adopted thematic analysis as an essentialist or realist method that reports experiences, meanings, and the reality of participants. [32] FG discussions were audio recorded and transcribed verbatim. A. K. and H. W. independently documented and discussed observations from the FG discussions. They began to analyze transcripts when the first two FGs were transcribed and generated initial codes and potential themes. Their findings were presented and discussed within the research group. Together with the research questions that shaped the guidelines for discussion, these findings determined the initial themes. Two researchers (H. W. and C. S.) then used this framework to independently code the transcripts. When they had differences over coding, they returned to the original data and resolved the question by consensus. Determining the themes was an iterative process: we collected data, analyzed, and discussed it; collected more data; reconsidered our set of codes; and regularly discussed new themes. After all transcripts were coded, we presented our preliminary findings at meetings of adolescent patient survivor groups, and at meetings of health care professionals who work with adolescents with cancer, in order to receive feedback and to corroborate our findings. We used MAXQDA software to manage and code the data.
Qualitative Findings
We identified themes within three sections shaped by the questions in the FGs.
(1) The framework in which professionals communicate with adolescents with cancer All parties agreed that the framework in which communication occurs was unique and specific to adolescents with cancer. This section includes the following themes:
(A) Regression in a time of detachment Adolescents are detaching from their parents and gaining autonomy. This process may be interrupted by the cancer experience:
"You can feel the tension between the adolescents and their parents (…) it intensifies with the diagnosis, when the parents take back the parental role and the adolescents are practically forced into a more child-like one. That often leads to conflict." (FG Lausanne, nurse, line 9) (B) How adolescents perceive and what they know about illness Adolescents may not perceive and understand their illness the same way as children and adults:
"I think they still have the feeling they're maybe not quite immortal but even with cancer, they have the feeling it can't be that bad." (FG Basel, doctor, line 47) (C) Who decides? Discrepancy between cognitive and legal maturity Normally, parents decide for their children and adults decide for themselves. Decision making for adolescents is less clear-cut. The legal age is 18, but some adolescents have an adult capacity for judgment. Adolescent cancer patients may feel they are mature enough to make their own decisions and disagree with their parents.
"The patient was 15, (…) and wanted to terminate adjuvant therapy. There were 11 adjuvant chemotherapy cycles following surgery and he didn't want the last 3 or 4. (…) he wasn't of legal age but certainly capable of sound judgment, and as he said, clearly conscious of the consequences (…). So, we have the parents (…) who are legally responsible and ourselves, the treatment team, who clearly disagree with this decision. That's a conflict." (FG Basel, doctor, line 31) (D) Lost in transition between pediatric and adult oncology Former adolescent cancer patients were often treated in age-inappropriate pediatric wards, but felt that adult oncology would not have met their needs either: "It isn't optimal for adolescents to be in the pediatric ward because (…) there is nothing for them to do and no peers to befriend, but (…) I'd rather be treated like a child than be in adult oncology where no one really takes care of you." (FG Heidelberg, patient, line 60) (2) Difficulties that professionals, patients, and parents have communicated with each other Essig et al. Page 5 Professionals found both patients and parents difficult to communicate with, and the reverse was also true. Table II shows the themes we identified (one quotation each; additional quotations in Online Appendix Table S1 ). Doctors and nurses found it hard to communicate with adolescents who reacted to their predicament by withdrawing and showing indifference. Professionals found it hard to communicate with adolescent patients when adolescent priorities conflicted with their treatment. Doctors and nurses found it hard to communicate with both patients and parents when their loyalties were torn between the two; when, for example, parents asked physicians to withhold information from their adolescent patient.
Adolescents did not like to be thought of and treated like children. Both adolescents and parents sometimes felt that medical staff did not take them seriously. Adolescents and parents could be overwhelmed by the vast amount of information given them by doctors, but felt that sometimes pertinent information was withheld.
(3) Effective communication by professionals Doctors, nurses, patients, and parents reported experiences where they felt communication went well, and their expectations of good communication from doctors and nurses. Some of the themes apply to both physicians and nurses, but we also found notable differences between the professions. Tables III and IV identify these themes and identify the group of participants from which they emanated (additional quotations in Online Appendix Tables S2  and S3 ). According to the participants of the different FGs, doctors and nurses need to be clear and honest with patients. They should also spend enough time with patients and have personal, trustful relationships. Empathy and professional competence can help doctors and nurses communicate effectively. Being able to negotiate with adolescents is helpful, as is taking an interest in an adolescent's world.
FG participants described several components of good communication that relate solely to doctors. Doctors should take adolescents seriously, treat them respectfully, and be loyal to them. Nurses, parents, and patients emphasized that doctors also need to communicate effectively with other professionals. Nurses thought doctors should be good at handling constant disturbances and interruptions during critical conversations with adolescents. When decisions needed to be made, patients and parents thought that, whenever possible, doctors should respect their preferences.
Certain aspects of effective communication only applied to nurses. Doctors, nurses, patients, and parents thought that nurses should be effective go-betweens for doctors and patients. Nurses were expected to spread good humor and cheer, balance professionalism and close relationships with patients, and check whether patients had everything they needed. Nurses felt that they communicated more effectively when they showed respect for adolescent autonomy, and they connected with patients by explaining what they were doing, reading between the lines, and taking advantage of quiet times during the night shift to make personal contact and give massages. Nurses also emphasized their own coping strategies, including patiently enduring a difficult situation, being supported by their teams, and, when all else failed, handing over responsibilities to another team member.
Discussion
This study includes the perspectives of all parties involved in the clinical experience of adolescent cancer patients (patients, parents, physicians, and nurses) to assess their communication with each other. Professionals and patients/parents focused on entirely different themes when they discussed problems with communication. We also found notable differences between physicians and nurses, in terms of what kind of communication was expected of them.
The communication difficulties parents/patients and health care workers identified are similar to situations described in other studies. [23, [33] [34] [35] Professionals said that adolescents had other priorities and, for example, thought that chemotherapy had to be adapted to fit into their schedule, while adults will adapt their schedules to the treatment. Grinyer [33] described situations in which the priority adolescents put on independence conflicted with the need of professionals to prescribe specific courses of treatment. Conflicts between adolescents and their parents, over who has the right to make decisions, have been described as distressing and ethically challenging for professionals, especially when professionals feel one party is in the right. [34, 35] It is difficult for professionals to negotiate between an adolescent's need for information and a parent's wish to withhold information to "protect" their child. This is one of the key competencies for health professionals who work with adolescents who have cancer. [23] Adolescents felt it was difficult when they were addressed age inappropriately, or were not taken seriously. Both are issues of respect and contribute substantially to high-quality patient-centered cancer care. [36] Parents found communication difficult when they received too much information at one time, but some adolescents found it difficult if important information was withheld. Most adolescents want detailed, but easy to understand, information on cancer treatment and diagnosis, so they can participate in the decisionmaking processes. [12] Some professionals tend to prioritize "protection" over the information needs of adolescents by the routine use of nondisclosure. [37] Former adolescent study patients said they felt neglected in discussions because doctors decided what they thought was in their best interest without seeking their consent. [38] We confirm and expand existing knowledge about the ways doctors and nurses can communicate effectively. Like Forsey and colleagues, we found that doctors and nurses relied on each other to communicate well with adolescents and their parents. [39] When Forsey compared the accounts of doctors and nurses, describing how they provide emotional care for parents of children with acute lymphoblastic leukemia, their descriptions were markedly different. Doctors reassured parents through ongoing clinical care, explaining the potentially curative nature of treatment. Nurses relied on psychological skills and explicitly discussed the emotions of parents with them, providing reassurance. All parties thought that doctors should communicate clearly and honestly and take their time to listen. Information sharing and clear communication are top priorities for patients. [11, 12] No group of participants thought it important that doctors deal with the emotions of patients, which corresponds with the results of a recent study on parents of children with cancer: most parents did not want to discuss their feelings with the oncologist, despite guidelines that encourage oncologists to engage patients in discussion about their emotions. [19] Our multiperspective data show that good communication by nurses overlaps with the therapeutic alliance, the collaborative bond between provider and patient (and in our case parent), characterized by trust and respect. [40, 41] Nurses focus on building a strong relationship with adolescent patients and their parents, rather than on imparting information. Unlike doctors, they do not focus on mastering a specific set of communication skills.
FG participants differed in their descriptions of and expectations about good communication. Only doctors felt that mastering the skill of negotiating with adolescents improved their ability to communicate, or that showing an interest in the adolescent's world and being loyal toward them (rather than to their parents) improved the quality of communication. Nurses identified more aspects of good communication in their profession, including respect for adolescent autonomy and using diverse strategies to establish and maintain contact, including nonverbal communication. Nurses often described behaviors that amount to coping strategies, which were very important to the nurses. We list them because they were very important to the nurses. These strategies included simply staying with parents and sharing their sadness or helplessness with them, or finding a more appropriate person to take over. We should also evaluate if established techniques in clinical practice, such as the HEEADSSS assessment, [45] have an effect in those areas that we describe as difficult. Furthermore, the promotion of specific environments for adolescent oncology, especially adolescent and young adult services, could help to set the stage for successful communication. The major strength of this study is that it included the perspectives of doctors, nurses, patients, and parents on how to best communicate with adolescents with cancer. It contributes to a better understanding of communication needs in the underresearched field of adolescent oncology.
Since our findings are based on a small German-speaking sample, they might not be generalizable. We cannot exclude volunteer bias in participating survivors and parents, since patient/parent organizations helped us find participants. Male survivors and fathers are underrepresented. The patient-physician interaction and professional education may have changed since the former patients in our FGs were diagnosed with cancer. We preferred long-term survivors as participants to protect participants from being too "involved" but possibly causing long-term memory bias. Although all FG sessions began with an introduction explaining the intent and goals of the research, the first question on communication difficulties may have biased the participant's responses to be more negative than they would have been had we begun with an open-ended question. We cannot rule out that the powerful status of the physician leading many of the discussions may have created a bias. We barely addressed the common triadic (adolescent, parent, health professional) nature of communication with adolescents and their parents. We did not focus on individual perspectives on specific interactions between an adolescent or parent with a professional. We hope future studies, with different designs, explore these complex interactions in more detail. [46] Professionals have a substantially different perspective than adolescent cancer survivors and parents on the factors that make communication between them difficult. Despite some agreement on what constitutes good communication by doctors and nurses, they have different goals when they communicate with patients and parents. These differences should be taken into account when communication skills training courses are developed for professionals who work in adolescent oncology.
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Communication Difficulties: Views From Different Perspectives
Communication is difficult for doctors and nurses when …
• adolescents are indifferent and withdraw "There are a lot of adolescents who withdraw when they receive the diagnosis, and that can be very difficult (…) you can't treat them without communication, of course. It can be really difficult to reestablish communication, and we have to rely on the help of our professionals, our psychologists because sometimes it really isn't possible for us." (FG Lausanne, doctor, line 27)
• adolescents have other priorities "They have other priorities. An adult will turn his life around to do chemotherapy, with adolescents it's the other way around; we have to adapt our chemotherapy to their lives." (FG Basel, doctor, line 51)
• conflicts of loyalty occur between patients and parents "… communication is difficult, when for instance, the parents want us to continue treatment and the 15 or 16 year old patient doesn't want to." (FG Basel, doctor, line 37)
Communication is difficult for patients and parents when …
• professionals do not perceive them as adolescents "As a 16 year old I wanted to wash myself (…), to go to the bathroom and take a shower. I didn't want them to come with a bucket and rub my back down. It was so unnecessary, (…) inappropriate. At first they wouldn't accept that I said, 'thanks, but I'll do it myself'." (FG Heidelberg, patient, line 159)
• professionals do not take them seriously "My worst experience with the personnel was that they didn't take me seriously when I was in pain (…) even my parents said, she's not one to pretend, if she's screaming from pain, then she is in pain (…) it took a really long time for them to give me medication." (FG Heidelberg, patient, 112) 
